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Aim: First-episode psychosis (FEP) can be a serious and debilitating disease, but there is limited
literature on how to inform patients and carers about its diagnosis and outcome. We aimed to
examine the attitudes, practices and views of clinicians working in Early Intervention Service
about sharing information on diagnosis and outcome of FEP.
Methods: A 26-item questionnaire was sent electronically to clinical staff who have been
involved in the discussion of FEP diagnosis in Early Intervention Services in the West
Midlands, UK.
Results: A total of 51 clinicians completed the questionnaire. All respondents stated that
patients or carers of those presenting with FEP wish to be informed of their diagnosis, and three-
quarters (76%) felt there is a need to develop guidelines on how to inform about diagnosis; 57%
stated that they usually use broad diagnostic groups such as psychosis when discussing diagnosis,
and only 11% use the term schizophrenia. A total of 40% thought that the therapeutic relationship
and treatment adherence (58%) would improve if patients know about their diagnosis; 42 (88%)
respondents felt that the likely outcome of the illness should also be discussed with patients when
the diagnosis is communicated.
Conclusion: The clinicians were aware that service users wished to be informed about the diag-
nosis and outcome of FEP but had no guidance on the subject. Despite the limitations of an online
self-administered survey, the study highlights the need for guidance and improving clinical prac-
tice in discussing the diagnosis of FEP in a vulnerable population.
KEYWORDS
diagnosis, early intervention services, first-episode psychosis, schizophrenia
1 | INTRODUCTION
The theory and practice of providing information about serious diag-
noses or life-threatening outcomes in medicine is driven by the
“breaking bad news” paradigm (Alelwani & Ahmed, 2014). However,
the “bad news” paradigm may be too simplistic to apply to patients
presenting to Early Intervention Service (EIS) with a complex and het-
erogeneous condition like first-episode psychosis (FEP). The commu-
nication needs of those experiencing psychotic symptoms are
completely different from other serious disorders (McCabe & Priebe,
2008). FEP is diagnostically unstable (Amin et al., 1999) and has
diverse outcomes (Singh et al., 2000), and the prediction of its course
and outcome are fraught with uncertainties (Fusar-Poli, McGorry, &
Kane, 2017).
A literature review on disclosure of mental health diagnosis found
that 45% of service users suffering from schizophrenia did not receive
any information compared to 20% for other mental health diagnoses.
Caregivers have described ‘a long and difficult pathway to being given
a diagnosis and haphazard means of finding a diagnosis’ (Outram
et al., 2015). Providing a “proxy” diagnosis instead of schizophrenia is
common practice (Cleary, Hunt, Escott, & Walter, 2010; Luderer &
Bocker, 1993; McDonald-Scott, Machizawa, & Satoh, 1992), even
when the information about exact diagnosis was being sought
(McDonald-Scott et al., 1992).
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To the best of our knowledge, there is no study on the best prac-
tices for sharing diagnosis and discussing outcomes of FEP in EIS. We
aimed to investigate the views of clinicians on informing patients and
carers about how to discuss the diagnosis and outcome of FEP. We
were specifically interested in finding out the views of clinicians on
3 basic questions: what, how and when to tell patients and/or carers
about the diagnosis and outcome in FEP.
2 | METHOD
We designed a 26-item questionnaire to assess clinicians' views. First,
we developed a checklist of the topic list based on current literature
about discussing diagnosis and outcome of FEP. Second, we conducted
in-depth interviews with 5 clinicians (2 psychiatrists, 1 psychologists
and 2 Community Psychiatric services) working in local services to
refine the topic list and make it relevant to the context of EIS. A ques-
tionnaire was finalized following these discussions. Feedback was
obtained from experts in the field on the draft questionnaire. We piloted
this questionnaire with 5 clinicians working in local EIS to improve the
content, wording, readability and ease of completion. The questionnaire
consisted of 22 questions with predetermined response options, includ-
ing 8 questions that had the option of free-text responses. In addition,
4 questions offered the option of free-text responses on the need for
guidance and training (Questionnaire is provided as Appendix).
The questionnaire was distributed using an online survey platform
called Qualtrics, and responses were collected anonymously. An invi-
tation to participate was sent via e-mail to the service leads of EIS in
the Midlands and to clinicians (doctors, community psychiatric nurses
[CPN], clinical psychologists) in EI. We also invited doctors working
within acute adult inpatient wards as the feedback from EIS indicated
that a number of patients receive the diagnosis of FEP during inpa-
tient admission. Initial e-mails included background information about
the study and an outline of the survey objectives with a link to the full
survey. One reminder e-mail was sent, and responses were voluntary.
Data were analysed using simple frequencies of responses to all the
questions, with illustrative examples from verbatim responses. Free-
text responses were amended for readability, without altering the
content of the text.
3 | RESULTS
A total of 51 clinicians completed the online questionnaire; 54.9%
(n = 28) were female. Of the responders, 33% were aged 40 to
50 years (n = 17), 31% of responders (n = 16) were >50 years, and
37% were <40 years (n = 19). CPN constituted 47%, and doctors
comprised 35% of the sample (Table 1). The majority of respondents
have been working in EIS for 5 years or longer (see Figure 1 for the
experience in EIS).
3.1 | Terms used to discuss FEP
Almost all (n = 48, 94%) responders stated that they “have been
involved in discussing the FEP diagnosis with a patient or carer in the
past year.” During this time, almost all (98% n = 47) used the term
“psychosis,” whereas the term “Schizophrenia” was used by 18 (38%)
participants. The other diagnostic categories used by participants to
discuss the diagnosis are shown in Figure 2. The following diagnostic
terms were described in free text by 1 participant each: “psychotic ill-
ness” (n = 1), “loss of touch with reality” (n = 1), “transient stress reac-
tion” (n = 1), “first episode of psychosis” (n = 1) or “Trauma
hallucinations/illusions” (n = 1), “brief transient psychosis” (n = 1),
“acute and transient psychosis” (n = 1), “delusions/hallucinations/
voices” (n = 1), “at risk mental state” (n = 1) and “psychotic crisis/psy-
chotic episode” (n = 1).
When describing their preference for a diagnostic category, 58%
of responders stated that they would typically use broad diagnostic
groups such as psychosis, and 11% stated that they would use a diag-
nostic category such as schizophrenia (n = 5). The remaining
responders felt that other formulations and terms should be used
(30% n = 14) or only discuss differential diagnosis without specifying
a diagnostic category (n = 1).
Almost a quarter of respondents gave free-text responses. Typical
free-text responses regarding diagnosis included:
“I usually start off from a broad perspective of explaining
that ‘Psychosis’ is an umbrella term for a multitude of
experiences, then dependent on their individual experi-
ences relate this to them, i.e. delusional, paranoia/d,
thoughts disordered, etc. etc....as when it is truly 1st epi-
sode I feel it is dangerous and wholly unacceptable to
start talking about Schizophrenia during this period, this
should then instil hope.”
TABLE 1 The clinical role of the participants in multidisciplinary team
Occupation N= %
Consultant psychiatrist 14 27.45
Specialty doctor and specialist registrar 4 7.84
Clinical psychologist 2 3.92
Community psychiatric nurse 24 47.06
Occupational therapist 2 3.92
Other 5 9.8
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FIGURE 1 The distribution of the experience in early intervention
service (EIS) (years)
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“I only discuss specific diagnosis when a diagnosis has
been made.”
“It does depend on the patient---- I would not use any
term without giving a clear explanation and clarifying
that both patient and carer understood.”
3.2 | Importance of informing patients about
diagnosis in EIS
A total of 56% (n = 27) of responders, who stated that they have been
involved in discussing FEP in the past year, felt that it was “essential”
to inform patients about their diagnosis for treatment planning, and
42% felt it was “helpful” (n = 20). Regarding the best time to give a
diagnosis, the majority agreed that it has to be tailored to individuals
needs and when service users show a willingness to receive the diag-
nosis. When asked specifically about the best time to inform patients
about their diagnosis, over half (n = 25) felt that they should be
informed only when a diagnosis is confirmed, 17% (n = 8) thought
information should be given soon after the initial assessment, and 4%
(n = 2) felt that information should be relayed only when a patient
requests a diagnosis.
Free-text responses, such as the following, illustrated the timing
of giving the diagnosis:
“As soon after initial diagnosis as the patient/carer wish
are receptive—not always easy to judge!”
“I give a diagnosis of psychosis soon after treatment, a
diagnosis of schizophrenia much later, when confirmed
and needed e.g. for psychiatric report, starting cloza-
pine etc.”
3.3 | The impact of informing patients about their
diagnosis
The majority of responders (n = 32; 67%) who fell in the category of
those who discussed FEP in the past year agreed that information
about diagnosis would have a positive effect on patients and carers.
Nineteen (40%) felt that the therapeutic relationship is likely to
improve, whereas 14 (29%) felt that it would have no effect on the
therapeutic relationship. Only 1 person thought that a therapeutic
relationship would get worse.
Some free-text comments given by the 14 (29%) participants are
given below:
“That would depend on the patient's culture. If they are
Asians the relationship may get worse because of the
stigma.”
“Therapeutic communication isn't about diagnosis it's
about communication and trust!”
“It depends on how and by whom it is delivered. If deliv-
ered matter of fact at a discharge review for example I
could be held responsible by the patient for not preparing
them or making them aware.”
“It would depend on the individual but I have not had a
therapeutic relationship deteriorate completely, some-
times patients have been unhappy for a short time. Even
patients with no insight and who never agree with their
diagnosis have continued to accept support.”
“Some relatives do get upset; though it is something they
had suspected for some time and are partially relieved.”
“…., it does not seem enough is done to dispel myths peo-
ple may fear about what their diagnosis means, and I
think it is these often false ideas people have about their
diagnosis (their metacognitions about their diagnosis)
that are generating distress for them, (i.e. this means I'm
not normal or I'm dangerous) in addition to the psychotic
experience (i.e. voice hearing) in itself.”
“….The only definite fact is that when the diagnosis is
delivered in a non-compassionate, manner and hope is
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FIGURE 2 Various terms used by
participants for patients presenting with
first-episode psychosis
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not used in the delivery, the effects will always be
negative.”
The majority of responders (58%, n = 28) stated that treatment
adherence is likely to improve when patients know about their diag-
nosis; 27% stated that it will have no effect on treatment adherence
(n = 13); and 15% (n = 7) stated another effect, including adherence
being linked to beliefs about diagnosis and insight, the way the diag-
nosis is discussed and support networks. A responder added free text
(n = 7), including the following quote:
“In my experience, adherence to treatment is linked with
insight; patient may acknowledge being ill without agree-
ing with a diagnosis or even wanting one and take medi-
cation. Family support and encouragement to engage is
also important.”
3.4 | Barriers to communicating diagnosis of
schizophrenia in EIS
Of those responders who had discussed FEP in the past year, 65%
(n = 31) stated that they do not feel it is appropriate to use the term
“Schizophrenia” when discussing a diagnosis of FEP with patients or
carers. When asked about barriers to communicating a diagnosis of
schizophrenia in EIS, responders felt that the most important barrier
was the stigma of the term schizophrenia. The second most important
barrier was fear that informing patients about diagnosis can be harm-
ful to the patient, the third being lack of guidance in mental health on
how to communicate diagnosis and the last being that the diagnosis
of schizophrenia cannot be confirmed objectively. Twenty participants
provided free-text responses highlighting these barriers, such as:
“it is not always easy to be 100% sure that it is schizo-
phrenia at the first episode. ……”
“Schizophrenia requires confirmation, as any disorder.
Psychosis is a symptom or description- schizophrenia is a
diagnosis and disease process.”
“Not every first episode psychosis goes onto develop into
Schizophrenia. Schizophrenia can be a very intimidating
label and it is important to differentiate between first
episode and schizophrenia.”
3.5 | Sharing information about the outcome
A total of 42 (88%) respondents felt that the likely outcome of the ill-
ness also needs to be discussed with patients when the diagnosis is
communicated. The free-text comments (n = 37) suggested that the
following messages should be stressed when sharing outcomes: the
outcome varies; it depends upon treatment adherence and individual
prognostic factors and positivity and hope. Some examples of free-
text responses are given below.
“I think people should be given an honest representation
of what the possible outcomes are that outcomes differ
from person to person, that people achieve different
kinds of outcomes, i.e. for some psychotic symptoms
resolve but level of functioning doesn't change, for some
they become much more functional despite ongoing psy-
chotic symptoms.”
“highlight factors which increase good outcome.”
“Positivity and hope needs to be given.”
3.6 | The need for guidelines to discuss the
diagnosis and outcome
Two thirds (n = 34) of responders felt that there is a need to develop
guidelines on how to inform patients and carers about their diagnosis
in EIS. The following examples from free-text quotes highlight the
themes that participants (n = 22) thought should be included in the
guidelines.
3.6.1 | The Q4need for communication skills training and
providing best practice examples
“I feel that diagnosis sometimes lacks personal meaning.
Information on how the diagnosis relates to that person's
specific difficulties is helpful. Diagnosis should be accom-
panied by a formulation of difficulties (i.e. this is what
your experience is and this is what the medical profession
call psychosis). In this way, the young person is presented
with 2 ways of understanding the same thing.”
3.6.2 | Guidance on using the terminology
“I do not believe schizophrenia should be discussed at
first presentation as diagnostic tools state it cannot be
diagnosed on first episode.”
“Clear terms which is time related, for example use the
term First Episode Psychosis and then the clear diagnos-
tic term when we have more clarity.”
“Simply, from personal experience, whatever might
reduce or stop the drive for ICD diagnoses from the initial
EI assessment!”
3.6.3 | Guidance on comprehensive assessment in a
compassionate manner
One participant suggested that the guidance needs to be provided
“around treatment options and around the importance of providing a bal-
ance view, that people do recover from psychosis and/or develop ways of
managing their symptoms, alongside the information around treatment/
prognosis.”
“That people are not told causally at the end of a first
assessment that they have ‘schizophrenia’”
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3.6.4 | Providing hope and covering all aspects of
information
“the whole spectrum of outcomes is covered. That it is
delivered when the professional giving it has the time to
fully talk through any concerns the patient/carer may
have. That hope is instilled in the patient and that their
future goals and aspirations are still achievable. That the
professional provides written info so that they can absorb
the information in their own time and then allow the
patient/carer further opportunities to discuss the diagno-
sis further.”
3.6.5 | The training around information sharing
Participants stressed that guidelines should cover the following
aspects “Timing. Provision of information and support. Risks of label-
ling. Minimising stigma. Implications for employment. Emotional reac-
tion to being diagnosed.”
“There is pressure for medics to provide ICD or DSM
Codes in letter's and First Episode Psychosis isn't a classi-
fication. Therefore this may lead to a clear or absolute
diagnosis given before having the opportunity to see how
the illness develops.”
It was also suggested that service users be involved in providing
training.
4 | DISCUSSION
This is the first study to investigate the diagnosis-sharing practices in
EIS. The limitations of the study include small sample size and use of
an online survey with no information on the population who declined
to participate. We decided against using any inferential statistics as
this is only an exploratory study to describe the views and attitudes of
practicing clinicians. The rich free-text responses provide valuable
insights into the current clinical practice and may be useful in shaping
the debate in this area in the future.
Our study highlights the challenges posed in discussing the diag-
nosis of FEP. Most participants agreed that sharing diagnosis is helpful
in improving therapeutic relationship but identified a number of bar-
riers, such as diagnostic uncertainty, schizophrenia being a “very
intimidating label,” stigma and the variations in outcome. Therefore,
the terms “psychosis” or FEP was preferred. This poses many prob-
lems, including the fact neither of these is a diagnostic category in
classification systems such as ICD-10. As mentioned by 1 participant,
there is an organizational requirement “to supply ICD 10 diagnoses to
commissioners, which goes against the ideal of using First Episode
Psychosis.” Therefore, although the clinical discourseQ5 may be limited
to psychosis, the official returns, as many patients may discover,
would have one of the diagnostic labels, such as Schizophrenia.
In view of these barriers and the controversial nature of the term
schizophrenia (Tranulis, Lecomte, El-Khoury, Lavarenne, & Brodeur-
Côté, 2013), accurate and empathic communication about these
aspects of the disorder is difficult, especially in the first episode. In
order to overcome the stigma associated with the term schizophrenia,
some countries changed the name schizophrenia. Japan, for example,
replaced the term with “Togo Shitcho Sho” (“integration disorder”)
(Sato, 2006). This may help to reduce the stigma, but communicating
the diagnosis still remains problematic, and there is little information
about how the new diagnostic label is discussed with service users.
Although patients want to know with certainty what is wrong with
them, clinicians are naturally reluctant to discuss the diagnosis until
they are clear about the clinical picture and the likely outcome. In view
of the lack of evidence in this area, it is not possible to suggest any
guidance on the best practice of sharing the diagnosis and outcome in
FEP. A shared decision-making model, however, will require that shar-
ing information about the diagnosis and outcome be part of treatment
planning and is based on open and honest communication about the
diagnosis and outcome, the uncertainties in the present state of
knowledge and the controversial nature of diagnostic labels used in
psychiatry, including of course that of schizophrenia.
This study has important implications for the research and devel-
oping guidelines in this area. Professional bodies, such as the Interna-
tional Association of Early Intervention in Mental Health, need to
develop research and guidelines on best practice in this area. The sug-
gested topics for training and guidelines in this survey included com-
municative skills, best practice examples, what terminology to use, the
need to provide a balance view and including the principle of breaking
bad news. Future research is needed to understand the views of ser-
vice users regarding their experience of receiving the diagnosis of FEP
in EIS, which should inform the guidelines and best practice in
this area.
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APPENDIX A: THE QUESTIONNAIRE
EI and giving a diagnosis of schizophrenia
A survey to understand the current practice and views of health-care professionals on sharing information regarding diagnosis and outcome of
First-Episode Psychosis (FEP) in patients presenting to Early Intervention Services (EIS).
Dear colleague,
Informing patients about diagnosis and outcome of their illness is an ethical responsibility and is an essential communication skill. Patients pre-
senting with First Episode Psychosis may be diagnosed with the most serious and disabling conditions such as Schizophrenia or related psychosis.
We are interested in knowing your views and current practice in Early Intervention Services in the UK about informing the patients and carers
about the diagnosis and likely outcome of the illness. We ask you to complete this online survey for us to understand your views and current prac-
tice on this subject. This will not take more than a few minutes of your time. We greatly appreciate your help and giving your valuable time in
completing this survey. Your responses will remain completely anonymous and it will not be possible to identify any respondents' individual
responses/comments.
Q1 What is your age? (please tick)
• 20 to 30
• 30 to 40
• 40 to 50
• 50 to 60
• 60 and above
Q2 What is your gender? (please tick)
• Male
• Female
Q3 What best describes your current position? (please tick)
• Consultant Psychiatrist
• Specialist Registrar
• Specialty Doctor (Staff grade)
• Clinical Psychologist
• Community Psychiatric Nurse
• Occupational Therapist
• Other
Q4 How long you have been working in Early Intervention Services? (please tick)
• Less than 1 year
• 1 to 5 years
• 5 to 10 years
• 10 to 15 years
• 15 to 20 years
• More than 20 years
Q5 Have you been involved in discussing the First Episode Psychosis diagnosis with a patient or carer in the past year? (please tick)
• Yes
• No
Q6 If yes, what terms do you typically use? (please tick all that apply)
• Psychosis
• Schizophrenia
• Schizoaffective disorder
• Substance induced psychosis
• Delusional disorder
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• Bipolar affective disorder
• Any other term you prefer to use (please specify) ______________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
• Not applicable.
Q7 Do you think that patients or carers of those presenting with First Episode Psychosis wish to be informed of the diagnosis? (please tick).
• Yes
• No
Q8 If NO, do you think it is because patients or carers are (please tick all that apply)
• Not interested in knowing the diagnosis
• They are afraid of asking the health professionals
• They fear the stigma of the illness
• They feel the diagnostic label will not help the treatment
• Any other reason (please specify) _____________________________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
• Not applicable
Q9 Are you satisfied with the practice about informing patients about their diagnosis in Early Intervention Services? (please tick)
• Yes
• No
Q10 Do you routinely discuss the diagnosis of First Episode Psychosis with your patient/carer? (please tick)
• Yes
• No
Q11 Please give an estimate of the percentage of patients with whom you have been involved in discussing the diagnosis of First Episode Psycho-
sis. (please give an estimate based ON YOUR PRACTICE, ranging from 0% to 100%)
Q12 Based on your experience of working in Early Intervention Services, what percentage of patients, IN YOUR VIEW are informed about their
diagnosis? (please tick)
• Less than 20%
• 20% to 40%
• 40% to 60%
• 60% to 80%
• 80% to 100%
Q13 How relevant do you think it is to inform the patients about the diagnosis in terms of your treatment plan? (please tick)
• Essential
• Helpful
• Irrelevant
Q14 When do you think it is the best time to inform patients about their diagnosis? (please tick)
• Soon after the initial assessment
• Only when a diagnosis is confirmed
• Only when patients or carer request a diagnosis
• Any other (please specify the time and conditions) _____________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
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Q15 When discussing the diagnosis with patients, what terms do you typically use? (please tick)
• I will tell them about the diagnostic category such as Schizophrenia
• I will only use broad diagnostic groups such as Psychosis
• I will only discuss differential diagnosis without specifying a diagnostic category
• Any other formulation/term(s) (please specify) _________________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
Q16 In your experience, what impact does informing the patient about their diagnosis have on your therapeutic relationship? (please tick)
• It will have no effect on the therapeutic relationship
• The therapeutic relationship is likely to become worse
• The therapeutic relationship is likely to improve when patients know about their diagnosis
• Any other effect (please specify) _______________________________
______________________________________________________________
Q17 In your experience, what impact does informing the patient about their diagnosis have on patients and their carer? (please tick)
• It will not have any adverse effect on patients and carers
• Informing patients about diagnosis will have a serious effect on patients and carers, such as risk of suicide or patient's condition becoming
worse
• It will have a positive effect such as developing the understanding of the illness and better engagement in treatment
• The therapeutic relationship is likely to improve
• Any other effect (please specify) ______________________________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
Q18 In your view what is the likely impact of informing the diagnosis on patient's adherence to treatment? (please tick)
• It will have no effect on treatment adherence
• Treatment adherence is likely to become worse
• Treatment adherence is likely to improve when patients know about their diagnosis
• Any other effect/comments (please specify) ___________________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
Q19 Do you feel it is appropriate to use the term Schizophrenia when discussing the diagnosis of First Episode Psychosis with patients or carers?
(please tick)
• Yes
• No
Q20 IF NO, can you please state why you would not like to use the term Schizophrenia when communicating the diagnosis? (please tick)
• Schizophrenia is a stigmatizing term and it should never be used
• I do not agree with the diagnostic term Schizophrenia
• The diagnosis of Schizophrenia lacks validity
• Informing patients about the diagnosis of schizophrenia does not help the treatment plan
• Any other reason (please specify) _____________________________________________________________________________________________________
_____________________________________________________________________________________________________________________________________
• Not applicable
Q21 What in your view are the barriers to communicating the diagnosis of Schizophrenia in Early Intervention Services? (click, rank in order from
1-4, with 1 being most important and 4 least important)
________ The diagnosis of schizophrenia cannot be confirmed objectively
________ Lack of guidance in mental health on how to communicate the diagnosis
________ The stigma of the term Schizophrenia
________ Fear that informing patients about diagnosis can be harmful to the patient
Q22 Do you feel that the likely outcome of the illness also needs to be discussed with patients when the diagnosis is communicated? (please tick)
• Yes
• No
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Q23 What do you think patients & carers should be told about the outcome?
Q24 Do you feel there is a need to develop guidelines on how to inform patients and carers about the diagnosis in Early Intervention Services?
(please tick)
• Yes
• No
Q25 If Yes, what would you like to see in these guidelines?
Q26 If you have any other comments or suggestions please give these in the space provided below.
Thank you for taking the time to complete this questionnaire. We are very grateful.
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